Patients with terminal diseases may experience painful and other troubling symptoms. Despite efforts by the medical community to focus on these symptoms, some patients may continue to have them. How often this occurs is not known.
Who was studied? 7204 participants in a long-term study of community-dwelling adults who died between 1998 and 2010.
How was the study done?
After a patient died, researchers contacted proxy informants, such as family members or friends who might have been involved in the patient's care before death, and asked what symptoms the patient had experienced.
What did the researchers find?
During the 12 years of the study, the proxies reported that more than half of the patients had some pain for at least 1 month during the last year of their lives. The number increased from about 54% at the beginning of the study to about 61% by the end. Reports of patients having some depression or periodic episodes of confusion also increased. Reports of moderate or severe pain did not change over the time studied when the researchers evaluated groups of patients with specific diagnoses, such as cancer or heart failure.
What were the limitations of the study?
The researchers did not have information about the proxies, such as whether and how they might have been involved in the patients' care. They also did not know if the patients had been enrolled in programs, such as hospice, that are aimed at relieving troubling symptoms. It is not known if changes in the types of patients, their treatments, or the proxies who provided the information might have influenced differences over time in the reports of these troubling symptoms.
What are the implications of the study?
More studies are needed to assess the situations in which patients continue to have troubling symptoms toward the end of life so that they can be effectively addressed. 
